Introduction
The perspectives of consumers of mental health services have historically been left out of psychiatric literature (Cohen, 2005) . Given that such perspectives can offer valuable input on areas for improvement in service delivery (Cohen, 2005) , there has been increasing recognition of the need to facilitate inclusion of people with mental illness in planning and evaluating services directed at this population. (Carling, 1995; Nelson, Lord & Ochocka, 2001; Trainor, Pomeroy & Pape, 1999; Ochocka, Janzen & Nelson, 2002) .
Calls for participation of service recipients, some of whom identify as "consumer survivors" and others who identify as "consumers" or "people with lived experience" (PWLE) have noted that participation in decision-making, research, and evaluation is a potential means for empowering this disadvantaged group (Lord & Dufort, 1996) . Given the disparity of power between consumers and health professionals, (Constantino & Nelson, 1995; Lord & Dufort, 1996; Nelson et al. 2001) consumers and researchers and the desire to address these power dynamics through genuine partnerships, previous research has focused on the potential benefits of involving consumers and the hindering and facilitating factors involved in forming partnerships with consumers (Church, 1996; Trainor et al.,1999; Lord & Church, 1998; Nelson, Lord, & Ochocka, 2001 ).
The literature suggests two primary strategies for developing more equitable relationships between professionals and consumers, including: 1) educating professionals about interactions with consumers (Constantino & Nelson, 1995; Ochocka, Nelson & Lord, 1999) and; 2) increasing participation of consumers in decision making (Church, 1992; Trainor Pomeroy & Pape, 1999) . The importance of involving consumers in research has also been recognized, with several benefits described by Happell and Roper (2007) : fostering a more inclusive approach to research,, bringing the unique perspectives of consumers to decisions around planning and methodology, helping to form collaborative relationships between consumers and researchers, increasing the credibility of research, providing an opportunity for consumers to build research skills, and potentially increasing recruitment and retention of participants.
Barriers to consumers participating in research and program planning have also been identified. These include: mental health professionals not valuing consumer participation (Telford & Faulkner, 2004; Griffiths, Jorm & Christensen, 2004; Entwistle, Renfrew, Yearley, Forrester & Lamont, 1998; Ochocka, Janzen & Nelson, 2002) ; professional researchers' discomfort with changing power dynamics (Telford & Faulkner, 2004) ; research with consumers not being viewed as credible (Telford & Faulkner, 2004) ; lack of consumer skills to do research (Goodare, & Lockwood, 1999; Hanley, Truesdale, King, Elbourne, D. & Chalmers, 2001) ; the need for consumer training in research roles (Goodare, & Lockwood, 1999; Hanley, Truesdale, King, Elbourne, D. & Chalmers, 2001) ; and the risk of participation being tokenistic (Telford & Faulkner, 2004) .
While the benefits and challenges of participation are clear, there is less clarity on tangible and effective methods for ensuring meaningful consumer participation in service delivery and research. This study was designed to address this gap, and is guided by the following principles : participatory processes (Nelson et al., 2004) ; democratic pluralism (Nelson et al., 2004; Fetterman, 1999) , and respect for differences guiding evaluation (Fetterman, 1999);  and providing research training to consumers (Nelson et al., 2004) .
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The specific objectives of this study included: 1) to describe the implementation of the People with Lived Experience Caucus and barriers and facilitators to implementation; and 2) to investigate the factors that facilitated meaningful inclusion of Caucus representatives in research and service planning -from the perspectives of both Caucus members and project stakeholders.
Background Information
The At Home/Chez Soi Research Demonstration ("At Home") project is a randomized The study team for this project was composed of a member of the research team and three Caucus members who designed and carried out the study with the oversight of an advisory group of stakeholders. Three Caucus members were asked to be co-evaluators to ensure that principles of participatory process and inclusion were extended to this study.
Method
This study gathered data from Caucus members as well as frontline service providers, managers, and researchers about their experiences working with/in the Caucus, using qualitative methods including focus groups, interviews, and document review. The St. Michael's Hospital
Research Ethics Board approved the study and participants provided written informed consent.
Study Population
Study participants included current members of the Caucus, as well as individuals working on the At Home project who had regular interaction with Caucus members. Regular interactions were defined as one or more interactions per month with the Caucus Coordinator or any Caucus members. All individuals who satisfied the inclusion criteria were invited to participate in the research study; this produced a potential sample of 13 Caucus members and 20 other project stakeholders. A total of 33 participants were invited to participate in the study.
Data Collection
This study used qualitative data collection methods, including: 2) Interviews and focus groups. All participants were given options to take part in either a focus group, individual interview, or provide an individual written response or audio-recorded response to the interview questions. Questions were developed collaboratively by the study team (including Caucus members) and were reviewed by the steering committee. Topics covered were based on the evaluation objectives above, and were provided to participants in advance.
Interviews and focus groups were conducted by the researcher on the study team, as decided by consensus . Caucus members and stakeholders participated in separate focus groups. Each individual interview took between 30-60 minutes, while each focus group lasted between 60-120 minutes. All focus groups and interviews were audio-recorded, transcribed and coded. The same questions were asked in all individual interviews and focus groups with Caucus members and other stakeholders.
Participation
There were no refusals to participate among potential participants; however, no response was received from 10 individuals despite multiple follow-up attempts. A total of 23 people participated in the study. In total, six Caucus members participated in the individual interviews, 9 four participated in a focus group, and one submitted a written response, for an overall Caucus participation rate of 85%. Amongst staff, seven people participated in focus groups, four participated in individual interviews, and one submitted written answers to the questions, for an overall staff participation rate of 60%. There were a total of 10 individual interviews, two staff focus groups: one with four participants and one with three participants, and one Caucus focus group with four participants. All individuals who participated in the study had been working on the At Home project for over a year.
Data Analysis
Once transcribed, interview and focus group data along with documents reviewed were analyzed using a grounded theory approach: employing inductive strategies and using comparative analysis to first develop categories to explain data, and subsequently identify patterns and relationships (Charmaz, 2003; Glaser & Strauss, 1967) . More specifically, open coding was used with a series of codes that were extracted from the text itself. These codes were developed by the study team who first went through transcripts individually (with at least two members reviewing each transcript) and then arrived at specific concepts and themes. The codes were then grouped into similar concepts in order to make them more manageable and coherent, and finally categories or themes were established to describe the story of the Caucus as it emerged from the data collected. Documents submitted for review were analyzed by at least one researcher and one consumer using a common template created to collect information around key themes related to the study. Template themes included: milestones and expertise, workgroups, representation and voice, documented influence and change, Caucus development and history, sustainability of the Caucus, adaptation, implementation challenges, and implementation successes. The template had three columns for each theme requiring reviewers to extract information, interpret the significance of it, and synthesize it with other information. Each document had at least two templates created, which were reviewed for consistency. Where inconsistencies arose in the information captured and interpreted, a third study member was asked to review the document to reconcile the discrepancy. Concepts from the documents reviewed were similar to those arising from transcripts and were subsequently integrated with these findings to create the themes described in this paper. In several cases, the documents reviewed provided detailed information about the concepts that arose in the transcriptsas noted in the results section.
Results
There were four main themes arising from the study: model of participation and the role of the Caucus, challenges of inclusion, growth and development of the Caucus over time, and ingredients of successful engagement.
Model of Participation and Role of the Caucus
The majority of study participants (n=18, 78%) described the Caucus as having an advisory role within the Toronto project, advising or consulting from the perspective of consumers. The Caucus was also regarded by some (n=10, 43%) as making the project more relevant to the needs of participants and the community, and helping project partners develop more empathy for At Home participants. Participants additionally saw the Caucus as giving opportunities and a home base to Caucus members. Some (n=14, 17%) described the importance of Caucus members having their own place to meet and discuss issues.
Many participants (n=10, 43%) highlighted the lack of formal process for selecting Caucus members, and commented that those who attended MHCC information meetings and focus groups at various community agencies just "became" the Caucus. The documents reviewed provided clarity on the selection process, but revealed that the process was not well communicated to stakeholders. As some participants noted (n=10, 43%), this created confusion about what the model of participation was meant to be and who the individuals on the Caucus were representing. Challenges stemming from this model of participation will be discussed in the next section.
A recurrent theme regarding the role of the Caucus was related to the fact that most decisions regarding this national project were already made by the time the project was rolled out at the site level, and thus there was limited opportunity to give input at the national project level.
This finding was confirmed in the document review. More information about the design of the multi-site project has been published elsewhere (Goering, Streiner, Adair et al., 2011) . 
Key Challenges of Inclusion
Major themes within challenges of inclusion were: resources and accommodations; meetings and interactions; and selection and representation.
Resources and Accommodations. Some participants (n=4, 17%) raised concerns about resource constraints and raised questions about the ability and willingness of Caucus members to contribute to the project without being paid.
"I mean from a community development standpoint… when you pay people for their labor, as opposed to asking people to volunteer it produces very different results and I think that has been embodied in this project… What it has meant is that people won't step outside of their rigid boxes… even asking people to do something, to think through something you give someone a document and ask them on their own time… to give feedback they won't do it. Because they want to be paid to do it. And we can't afford to pay people to do every single thing."
A few project stakeholders (n = 3, 13%) also noted that some, but not as many, accommodations should be made for consumers in future projects, suggesting that the extent of accommodations made was creating a double standard of expectations of Caucus members and other project partners. Accommodations in this case refer to provisions such as: food being provided at all meetings, extra time being provided at meetings for discussion that were offtopic, all Caucus members travelling to conferences in pairs, and Caucus group team building and recreational activities that were funded by the project budget.
Yet on the other hand, other stakeholders (n=6, 26%) saw the need for project partners to make more accommodations for consumers. This theme also emerged in document review. As one stakeholder says, Participants (n=8, 35%) noted that tangential comments are allowed to take over project meetings, reinforcing negative views of consumers and stereotypes of people with mental illness.
Others (n=6, 26%) spoke about meeting disruptions, and expressed that they did not know how to proceed with a meeting when a Caucus member "goes off on a tangent".
Data analysis also revealed a perceived lack of honest conversations about the Caucus, with some staff (n=3, 13%) citing the need to be overly sensitive around Caucus members and fear in interactions.
"I also think that in the absence of having honest conversations about the participation of Caucus members… everybody says it's a good thing… And yet you sit through meetings
where people are clearly annoyed by the way in which Caucus members are engaging.
And chairs don't know how to handle that … … the Caucus doesn't know how to handle that. We don't know how to handle that because nobody is actually identifying it as a problem."
It was also noted by many (n=8, 35%) that it is of "no fault of the individual Caucus members" that these difficulties emerge, rather, they stem directly from the Caucus selection process, not requiring prior group experience or ability to tolerate differences of opinion.
Participants (n=8, 35%) also highlighted disruptions in work group meetings and noted several problems stemming from these disruptions As one participant said:
"I have to say with the [workgroup] I have not felt that it was beneficial at this point… I feel like it's therapy to be honest and I feel like our group is not functioning… we're doing group therapy… and allowing people to talk, and managing their upsetness and the rolling of the eyes and teaching basic social skills."
On the other hand, some Caucus members (n=15, 22%) voiced that they weren't allowed to fully be themselves in meetings,. The following laconic quote embodies this theme: The second issue discussed (n=6, 26%) was the Caucus not being representative of all consumers in Toronto, either because they were not elected or because the Caucus is polarized in ways that the larger consumer population is not. The only document commenting on this theme stated a different perspective, that Caucus members were believed to be representative of the larger consumer community. Still, one stakeholder noted:
"It was a self-select group that came from a very specific … anti-psychiatry perspective…and this is not necessarily the representative sample of consumers."
The most critically scrutinized element of Caucus participation was member selection.
Nearly every participant cited challenges with Caucus member selection (n=19, 83%), describing problems with both the method and the outcomes of selection. The main difficulty identified with Caucus member selection was the lack of prior experience working in groups and qualifications beyond having lived experience of homelessness and mental illness. One participant described the selection as people being "volunteered" and characterized the process as a "default mechanism". . Many participants (n=7, 30%) voiced the concern that the way Caucus members were selected set them up to fail.
Growth and Development
Our findings revealed a tremendous amount of Caucus growth over time. Participants (n=6, 26%) described a difficult early period, a period of "growing pains", as one participant called it. During this time, there was fighting between Caucus members and reported incidents of sexism, racism, and disrespect as well as a "culture clash" between Caucus members and other project stakeholders.
"When they started with the lack of leadership… there was a lot of infighting that would come to my attention…people would come and say you know there are fights at our meetings… it's horrible, people call people names, people are bullying other people…"
A few participants interviewed pointed out that this period of turmoil was unavoidable because the Caucus brought together consumers who had never worked in groups before. Others (n=5, 22%) described it as something that happened because people were still healing and dealing with their own issues. Some participants (n=5, 22%) directly attributed early Caucus difficulties to the way it was formed, and commented that time was needed for Caucus group development.
Many participants (n=12, 52%) pointed to the positive growth within the Caucus that was marked by clearer purpose and goals and by improvements in meetings over time. Both the initial turmoil and subsequent growth was evident in the document review templates as well. Several Caucus members (n=7, 30%) felt that project involvement gave them something positive to work on, and made them feel valued. Yet despite the development described above, some participants (n=5, 22%) noted that Caucus members are still developing, and still going through a process of healing.
Successful Engagement
Despite the challenges, individual and group growth a over time led to several positive contributions over the three years of Caucus participation. Study participants praised Caucus members for their persistence in identifying areas in need of improvement and advocating for change. Similarly, documents reviewed identified persistent advocacy on issues important to the Caucus.
Including the consumer perspective, in general, was seen as a great Caucus accomplishment. Many participants (n=12, 52%) noted the richness that the consumer perspective brought. Others commented that consumer inclusion set precedence for future projects: Finally, study participants referenced the natural attrition of Caucus members that created a smaller group size as a success. The group size declining from 22 to 13 members was seen as a positive change that improved group functionality. This positive change was also prominent in the document review findings.
Discussion
Our findings highlight the complexities involved in including consumers in a large research demonstration project. There was rarely an instance where the themes and opinions expressed were attributable to one particular perspective or stakeholder role within the study.
Many of the most critical comments about the Caucus came from Caucus members, while many of the most positive comments were expressed by other stakeholders. Furthermore, some issues, such as providing resources to Caucus members, were cited as a mechanism of successful inclusion and also as a challenge, underscoring the careful attention needed to each factor. More importantly, most of the views presented in this report were shared by Caucus members and project staff alike.
A key criticism of non Caucus stakeholders was that Caucus members were not representative of study participants, as there were not drawn from among the project's service recipients, and that they were not representative of consumers in Toronto. It is unclear how this 20 perspective colored staff and Caucus member interactions, but it clearly diminished the perceived "legitimacy" of the Caucus, an important consideration in future efforts to engage consumers in service planning, delivery and research.
The emphasis that many study participants placed on Caucus formation and implications for Caucus function was also prominent. The finding that the selection model and type of representation chosen had a profound impact on Caucus functioning and the success of inclusion suggests that in future efforts to include consumers, significant forethought should be devoted to the planning process. There are other models of consumer participation, such as having consumers within workgroups, having a participant board, or consulting existing groups and networks on an ad hoc basis (Miller & Moore; , or adaptations of these models to suit a particular program and stage of intervention (Monson & Thurley, 2011) . Such models should also be considered by others approaching similar work. Using a different approach might have produced more favorable results or contributed to a less challenging period of implementation. . The many successes and challenges identified can nevertheless inform future efforts for meaningful inclusion of consumers in similar settings. For groups considering a Caucus model of participation, lessons learned from this study can be summarized as follows:
1. Selection of participants should be purposeful, based on the skills required to perform specific tasks and should be communicated in advance. Direct service recipients should be included where possible.
2. Once a group is selected purposefully, they should be made clearly aware of their role and expectations. 4. Early involvement in a project to maximize potential contribution and impact is essential.
5. Regular opportunities to discuss and facilitate the process of inclusion, from each partner's perspective, can be helpful. Notably, the results described above do not include the perspectives of the eight individuals who left the Caucus, and we are unable to determine how their perspectives and experiences differ from those described in this paper.
Conclusion
Despite several identified challenges, the consumers Caucus model used at the Toronto site of the At Home project succeeded in facilitating individual and group growth and development over time, and meaningful impact on a complex intervention. Lessons learned could support future initiatives in planning consumer inclusion. Given the challenges encountered using the caucus model, alternative models of participation should be also be considered in similar initiatives. Overall, the genuine effort made for meaningful inclusion was appreciated by all project stakeholders. From one Caucus member's words: 
